Patient involvement in decision-making has been advocated to improve the quality of life at the end of life. Although the size of the oldest segment of the population is growing, with greater numbers of older adults facing the end of life, little is known about their preferences for the end of life. This study aimed to explore the attitudes of older adults with medical illness about the end of life, and to investigate whether current values could be extended to end-of-life preferences. DESIGN: Descriptive study with interviews using openand closed-ended questions. SETTING: Patients attending two university-affiliated geriatric clinics were interviewed in a private conference room near the clinic they attended or in their homes. PARTICIPANTS: Sixteen older men and women identified by their physicians as having nonterminal heart disease or cancer.
M
any citizens in the United States do not receive quality health care at the end of their lives. For example, one major study documented that nearly 40% of hospitalized patients aged 80 and older experienced severe pain during their last 3 days of life. 1 The Institute of Medicine has identified multiple deficiencies in end-of-life care and has offered recommendations for addressing these deficiencies. 2 One recommendation advocates "strengthening the knowledge base for end-of-life care."
One component of this knowledge base is an understanding of the wishes and needs of those facing the end of life. Two distinct populations are facing the end of life: terminally ill adults and older adults. Although they may not be actively dying, older adults have higher mortality rates than the rest of the population. 3 Most have experienced the deaths of loved ones. Older adults with chronic conditions such as congestive heart failure, chronic obstructive pulmonary disease, and diabetes mellitus will ex-perience life-shortening illness. These experiences often create a greater awareness of death in this population and make them a unique group to study.
The medical literature contains little information about patients' perceptions of the end of life. Caregivers and healthcare providers may provide useful information about patients' experiences at the end of life, 1,4,5 but some investigators believe that caregivers and healthcare providers may not accurately interpret the dying experience of others. [6] [7] [8] [9] [10] Neither families nor healthcare providers have an adequate understanding of older adults' preferences for end-of-life interventions such as resuscitation. 11, 12 Moreover, discussions between patients and healthcare providers of a "good death" may differ in content. 13 Older adults, therefore, should be given the opportunity to describe how they want to live out their lives. Discussions about older adults' preferences for the end of life need to begin before they are too ill to voice their opinions. Moderately healthy older adults with medical illnesses that increase their risk of death are an ideal group in which to begin the discussion of end-of-life preferences. 14 Research has begun to address older adults' preferences with respect to aspects of the end of life such as resuscitation, 15, 16 control at the end of life, 17 refusal of treatment and euthanasia, 18, 19 and location of death. 20 One study, using qualitative methods, found that the outcomes of serious illness influenced older adults' preferences for treatment at the end of life more than the medical interventions employed to sustain life did. 21 The current literature does not address older adults' views of good and bad deaths, the associations between their current values and preferences for the end of life, and reasons for these preferences. In embarking upon this research, we considered this information essential to healthcare providers who work with older adults to develop care plans for the end of life.
The aim of this study, therefore, was to explore attitudes about the end of life and to investigate whether endof-life preferences could be inferred from current values in a group of moderately healthy geriatric outpatients with medical illness. Qualitative methods were used because they enable the investigator to uncover "meaning, human value, or the understanding of social processes not previously explored." 22 Because little is known about older adults' views about the end of life, this method provided the richest source of data.
METHODS

Participants
The two leading causes of death for men and women in the United States aged 65 and older are heart disease and cancer. 3 On average, older adults with known heart disease or cancer will die sooner than those without these illnesses. 3, 23, 24 Because moderately healthy older adults with either of these illnesses are at increased risk of dying, they are an ideal group in which to begin a discussion about preferences for the end of life. Additionally, these individuals represent one group of patients that might receive care through a geriatric clinic. Because of the aforementioned linkages to death, older adults with either of these diagnoses, excluding skin cancer, were asked to participate. Participants were recruited from geriatric clinics at two university-affiliated medical centers. Physicians working in these clinics were asked to review their panels to identify patients with heart disease or cancer who were expected to live more than 6 months, were well enough to come to clinic appointments, spoke English, and were cognitively intact. The physicians were aware that the study interview focused on the end of life. The Human Subjects Division of the University of Washington approved all methods and materials related to this project.
Potential participants initially received a letter signed by their physician. This letter introduced the study and provided a telephone number if no further contact was desired; the investigator telephoned potential participants who had not declined further contact. During the telephone contact, questions about the project were answered, and the Short Portable Mental Status Questionnaire was administered. 25, 26 This questionnaire was included to identify individuals with moderate to severe cognitive impairment who might have difficulty describing their thoughts about the end of life. The study protocol called for the exclusion of individuals with more than four errors, but no individual made more than three errors. Of those contacted by phone, 60% agreed to participate. The rates of participation were higher in those patients recruited from the Veterans Hospital (67%) than from the inner-city municipal hospital (25%). Those declining participation were not asked why.
Data Collection
Participants were interviewed in person either in a private conference room near the clinic they attended or in their homes. The interview questionnaire consisted of two sections: open-ended questions followed by closed-ended questions. The questionnaire was arranged in this order so that the issues raised by the closed-ended questions would not influence the responses to the open-ended questions. Participants discussed their current values and their thoughts and concerns about the end of life. Although this study aimed to identify older adults' views about the end of life, current values were elicited to evaluate whether more-specific preferences for end-of-life care could be inferred from these current values. One researcher (EKV) conducted all study interviews. Interviews lasted from 40 minutes to 2 hours.
In the first part of the interview, participants described the most important aspects of their lives and their thoughts about the future and good and bad deaths. Table  1 lists many of the open-ended questions (slightly edited) used in the interview. With the closed-ended questions, participants rated the severity of their illness and their overall quality of life. They answered a group of questions about the importance in their current lives of such items as family, religion/spirituality, and being able to do things for one's self. They also answered questions focusing on preferences about specific issues in end-of-life care, including site of death, presence of family members during the dying process, and presence of religious counselors. These questions were answered using a 5-point Likert scale ranging from 0 ϭ not important to 4 ϭ very important. The interviewer transcribed all spontaneous comments made in response to the closed-ended questions verbatim.
Data Analysis
Participant responses to open-ended questions were audio taped and transcribed verbatim. Content analysis was used to analyze the transcripts. 27 All transcripts were read multiple times by two individuals, looking for emerging themes. A group of codes was developed from these themes. Two individuals then re-read the transcripts and coded them independently. The coders discussed and resolved any coding discrepancies. The codes and associated passages were then entered into a qualitative analysis database.
Steps were taken to maintain the trustworthiness of the qualitative research. 27 Intercoder reliability was assessed by giving four representative transcripts and the list of codes to a physician with experience in qualitative analysis and end-of-life care. This individual's assignment of codes was compared with the previous coding. One agreement point was assigned for each matching code within a passage. One disagreement point was assigned for each code that did not match. A disagreement point was also assigned for any extra codes. The total number of codes assigned to the transcripts was calculated, and the percentage agreement for coding of the four transcripts was 71%. This approximates the percentage agreement found in previous work, in which individuals with graduate training in qualitative research coded study transcripts and had 70% to 74% agreement. 21 Additional steps were taken to ensure rigor during the collection and analysis of the qualitative data. The interview questionnaire comprised open-ended and closedended questions with complementary material. This technique is referred to as methods triangulation. 28 For example, in the open-ended questions, participants described the most important aspects of their current lives. In the closed-ended questions, participants were asked to rate the importance of specific aspects of their lives. Themes arose from the open-ended questions that had not been anticipated in the design of the closed-ended questions, but some themes noted as important to participants in the closed-ended questions had not been mentioned in the open-ended questions. The responses to both types of questions thus gave a richer understanding of what older adults consider important.
Theoretical saturation 29 was achieved by continuing to interview additional participants until no new themes emerged. No new themes emerged from the interviews with the last four individuals recruited. Theoretical verification 27 of the study results was assessed by asking three individuals who had participated in the study to respond to the results. All participants responded that the results accurately represented their and their acquaintances' attitudes. Finally, triangulation of sources 28 was attained by comparing the results to the relevant literature.
The responses to the closed-ended questions were analyzed using descriptive statistics. Because the study was primarily a qualitative one, with a relatively small number of participants, its power was limited. The results from the closed-ended questions provided complementary information to the qualitative results and are included for descriptive purposes only.
RESULTS
Participant Characteristics
Sixteen nonterminally ill older patients participated in this study. The characteristics of the participants are shown in Table 2 . Five participants had a history of cancer, nine had a history of heart disease, and two had cancer and heart disease. The participants in both illness categories were of similar age, education, and ethnicity. They had a mean of 10.4 currently prescribed medications (median 11, range 2-28) and had had a mean of 1.4 hospitalizations in the 2 years before the interview (median 1, range 0-6). The participants with cancer had had a mean of 1.8 symptoms in the week before the interview. The participants with heart disease had had a mean of 3.9 symptoms in the week before the interview. Nine of the participants rated their current health as "excellent" or "good." Eleven rated their overall quality of life as "best possible" or "good."
No systematic differences in the types of responses by participants with heart disease or cancer were noted in evaluating the content of the open-ended or closed-ended responses. Therefore, the remainder of the results will be presented without separation of participants into illness categories.
Good Deaths and Bad Deaths
In describing good and bad deaths, most participants identified multiple themes. Table 3 lists the range of themes identified in descriptions of a good death including several themes mentioned by only one individual each. The most frequently mentioned themes associated with good deaths were to die without pain, in one's sleep, quickly, without suffering, and without knowledge of impending death. The themes described by this sample reflected much diversity. Even the most frequently mentioned components of good deaths were cited by fewer than half of the participants. The examples in Table 4 illustrate the unique combination of themes in participant descriptions of a good death.
Upon further questioning, a given theme could contribute to a good death in multiple ways. For instance, participants regarded dying in their sleep as good for several reasons. To some, dying in one's sleep was associated with no pain and suffering. Others explained that dying in Dying of a heart attack was perceived as "good" because it resulted in a quick death. Participants described why No pain (7) Pain (11) In my sleep (7) Prolonged (8) Quick (heart attack) (6) Accidental (7) No suffering (4) Being dependent (5) No knowledge of impending death (4) Cancer (4) Being prepared (3) Suffering (3) Family and friends present (2) Alzheimer's disease (2) No family suffering (1) Family and friends present (1) Not being dependent (1) Family suffering (1) Knowledge of impending death (1) Being unprepared (1) Not using up savings (1) Anger with others (1) Faith (1) Using up savings (1) Control (1) Disfigurement (1) Alzheimer's (1)
Being "messy" (1) Not in my sleep (1) Knowledge of impending death (1) the quick death was good. To some, a quick death minimized the time being in pain or suffering. "Oh, the best death there is, is just that you're having a heart attack and you just go. That's the best one. Because there's not prolonged suffering and stuff." To others the quick death minimized the time being dependent on or a burden to others. Participants' views of a bad death had some similarities to the descriptions of good deaths but, for the most part, were also heterogeneous. Items appearing most frequently in participant descriptions of bad deaths were pain, prolonged course of dying, accidental death, and dependency. The range of themes from participant descriptions of bad deaths is listed in Table 3 . Although the majority of the participants felt that a painful and prolonged death was bad, fewer than half of the participants mentioned the rest of the items. In Table 4 , examples illustrate the unique combination of themes in participant's descriptions of bad deaths. Pain, prolonged course of dying, dependency, suffering, and unpreparedness were frequently mentioned. These are the opposites of the descriptors of good deaths, thus illustrating some consistency in thoughts about good and bad deaths.
In contrast to a "good," quick, heart attack death, some participants described death from cancer as "bad." The cancer death was regarded as bad because of a perception of associated pain and a prolonged period of dying.
Oh, I think it's horrible if a man's in pain-he's dying of cancer, you know, and he's in terrible pain-and they keep him alive.
A bad death-the one that I grew up with was an older cousin whose wife had cancer, and it was the slow, eating kind. And she went two or three years of just constant pain. And it got so morphine or nothing would dull the pain, and yet there was, in those days, no talk of pulling the plug or anything. . . . And so that has stuck with me throughout the years as being a horrible way to die."
A final example illustrates the diversity in participants' views about the end of life. Three themes present in some participants' descriptions of good deaths appeared in other participants' descriptions of bad deaths. The themes knowing of one's impending death, having Alzheimer's disease, and having family/friends present during dying appeared in descriptions of both good and bad deaths. Participants provided some reasons for their choices. Knowing of one's impending death was considered good because it provided time for "getting things in order." Those who considered it bad remarked on the stress that this knowledge would provoke. One individual associated Alzheimer's disease with a good death because it did not affect physical health, whereas another considered it bad because of associated "physical and emotional" deterioration. Finally, one participant noted that the presence of family and friends at the end of life was good because of the love and support that they would provide. Alternatively, another participant viewed this as bad, noting the burden to the family.
Preferences for the End of Life and Their Relevance to Current Values
Further information about older patients' views of the end of life emerged from the closed-ended questions. Questions about preferences in end-of-life scenarios elicited the full range of possible responses in this relatively small group of participants. In the first scenario, participants were asked the importance of having family and friends present as they were dying. Four individuals noted that having family and friends present at the end of life would be "very" important, three responded that it would be "quite" important, two responded that it would be "somewhat" or "a little" important, and five responded that this was "not" important.
Table 4. Examples of Participant Descriptions of Good and Bad Deaths
Good Deaths
Bad Deaths "A good death is fading away when you're sick enough to die, so that you're out of pain and misery, and your family's no longer suffering. That's a good death. As quickly as possible, no long, extended, six-month wait."
"Oh, I would say burning. Lots of pain in burning. Listen, I have lots of pain right now, but nothing like burning." "If I reach a point that I couldn't function properly . . . I didn't have any-any ability to take care of myself, you know, and function mentally, I-I wouldn't want to live." "One that is relatively quick, that isn't painful, but that gives me time, at least a couple of days of being sane and operable, to get things in order. But I guess most everyone would say that, wouldn't they?" "Oh, getting injured on the freeway, becoming a quadriplegic before you go and totally dependent." ". . . you have an accident, and you see what's going on and you're in pain, and you crash, and they take you to the hospital. That's a bad death. And you knowand you know what's going on."
"A good peaceful death, preferably dying in my sleep.
Nice warm bed. With friends around preferably." "I hope I can get out of this life without too much pain and suffering and too much time in the rest home."
Participants' ratings of the importance of family and friends in their present lives and at the end of life were compared. Of the 11 participants who had identified family and friends as "very" important in their current lives, only three (27%) believed that it was "very" important to have family and friends present when they were dying. Some who did not believe that the presence of family and friends at the end of life was "very" important explained their reasoning. These participants noted the stress and burden that their dying would cause to their families. Another commented, "I can't think of anyone who could help me."
In a second scenario, participants were asked about having religious or spiritual leaders present as they were dying. Five responded that having these individuals present at the end of life would be "very" or "quite" important, whereas six replied that this would not be important. Of the nine participants who had stated that religion or spirituality was "very" or "quite" important in their current lives, five (56%) also believed that having religious or spiritual leaders present as they were dying would be "very" or "quite" important. No participants offered spontaneous explanations of their reasoning behind this preference.
Finally, participants were asked their preferences for location of death. Four individuals rated dying at home as "very" or "quite" important, five individuals as "somewhat" or "a little" important, and six individuals as "not important." One noted, "I wouldn't want to put that [dying at home] on anyone." Five participants rated dying in the hospital as "very" or "quite" important and seven participants as "not important." Three participants explained that if they died suddenly, they would want to be at home. "I don't want to die at home unless I just drop." Two added that if they had a prolonged illness, they would want to die in the hospital.
DISCUSSION
In this study, we explored a group of older adults' preferences and concerns about the end of life. Although moderately healthy, the participants were considered at increased risk for death because of their medical illness and, thus, were considered suitable candidates with whom to initiate discussions of end-of-life preferences. Several consistent themes were identified. More than half of the participants associated pain with a bad death. Several themes contributed to bad deaths, with the opposites of these identified in descriptions of good deaths.
Although consistencies did exist, the heterogeneity of these participants' views about the end of life was worth noting. The combination of themes identified by each participant when describing what was most important to him or her and what constituted a good or bad death was unique. Because each participant described a multifaceted view of a good death, for instance, no theme was mentioned by even half of the participants. Upon further questioning, a given theme could contribute to a good or bad death in multiple ways. The fact that several themes were noted in descriptions of both good and bad deaths further illustrates the heterogeneity of participant views about the end of life. Heterogeneity was also evident in the responses to the closed-ended questions. When asked about their preferences for the end of life, there was no consensus on the presence of others or the location of death.
These results bear some similarities to previous work but also expand our understanding of older adults' views of the end of life. The older participants in this study did not have a consistent preference for location of death, as Fried et al. found. 20 Previous work using qualitative methodologies has identified some of the components of the good death also found in this study, such as avoidance of pain, 13, 30 but the participants in these previous studies were not limited to older adults. These studies also included the responses of family members and healthcare workers. We not only attempted to identify the components of good and bad deaths from the viewpoint of only older adults, but also, through open-ended questioning, attempted to understand some of the reasoning behind participant responses. Our results illustrate that older patients are concerned not only with pain-free death, but also with additional issues such as knowledge of their impending deaths and the presence of others during dying and death.
An additional finding from this study, which has not been previously identified, is that inferring preferences for the end of life from current values in many cases may seem counterintuitive. For example, only three of the 11 (27%) participants reporting that family was currently "very" important also noted that having family present at the end of life was "very" important. Many cited the stress on and burden to the family as the reason for this discrepancy. Thus, valuing family may not always result in wanting family present at the end of life. Instead, valuing family sometimes may result in a desire not to have family present at the end of life, to minimize burden. Nevertheless, more than half (five of nine participants, 56%) of those who identified religious/spiritual issues as "very" or "quite" important in their present lives believed that it was "very" or "quite" important for religious/spiritual leaders to be present at the end of life. This difference between family and religious concerns may be secondary to a belief that having religious or spiritual leaders present as one is dying is an important ritual and is not perceived as a burden. Although preferences may seem counterintuitive, the underlying values may be consistent. This trend should be investigated in larger studies.
Do these results really matter? Studies of communitydwelling people 31 and nursing home residents 32, 33 have shown that the majority of advance directives request that treatments be forgone at the end of life. These same studies have also found that having a directive with clearly expressed preferences leads to less-aggressive interventions at the end of life. Thus, spending the time determining a patient's preferences for the end of life appears to influence care, making it more consistent with those preferences.
The results from our study have implications for clinical practice. Because these older participants appeared to have heterogeneous views of many aspects of the end of life and because their current values did not easily translate into specific end-of-life preferences, clinicians may not want to make assumptions about older patients' views of the end of life. In the process of planning for the end of life, individuals should be asked how they want to live the last days of life. Although the discussion should aim to identify patients' values, a strong commitment to family should not be interpreted as a desire for family to be present at the end of life. To help older adults develop patient-centered end-of-life care plans, healthcare providers may also want to inquire about specific end-of-life preferences, such as location of death. The discussion should not end here but should aim to identify the reasons behind these preferences.
Busy clinicians addressing several active medical issues may not have time to engage in a lengthy discussion with patients about the end of life. Those with time constraints can quickly introduce the topic with the following, "I'd like to ask you a few personal questions about your values and your views about the end of life. If there are any that you are uncomfortable answering, tell me and we'll skip over them for now." It is important to introduce the topic in an exploratory way that does not put pressure on the patient.
Next, clinicians can ask the first question in Table 1 about what constitutes a good versus a bad death. The responses to this question may be useful in guiding care. Healthcare providers can follow this question with morepointed questions to address medical situations that they may anticipate on a patient's horizon. If a patient with poorly controlled hypertension responds that they would not want to live in a state of total dependence, the clinician, anticipating the patient's increased risk for strokes, might want to ask about such treatments as short-term intubation and placement of feeding tubes. If time permits, the clinician can ask the second and third questions in Table 1. Once the topic has been broached, patients who are initially hesitant to discuss the end of life will know that their clinicians are receptive to engaging in these discussions and may warm to the subject over time.
As health states change over time, repeated discussions about preferences for the end of life may be necessary. Some studies have shown that preferences for lifesustaining treatments may be stable over time, 15, [34] [35] [36] but these studies did not investigate end-of-life issues other than preferences for life-sustaining treatment. They did not evaluate whether changes in preferences occur when illness progresses from chronic to a terminal stage. Further work is needed to learn whether individual preferences in specific end-of-life scenarios are stable over time and whether they remain stable after terminal illness is diagnosed.
There are benefits to be gleaned from engaging in discussions about older patients' preferences for the end of life. In the best-case scenario, understanding a patient's wishes may help to facilitate a smooth transition from curative to palliative care. Patients expressing care preferences consistent with the hospice model, for instance, could be referred to hospice earlier in their terminal illnesses. Alternatively, healthcare providers should realize that they may need to coordinate the end-of-life care of the patient who expresses wishes that are not compatible with hospice care. In this case, the clinician may want to enlist the help of social workers and home health care.
Engaging in discussions about the end of life may elicit potential conflicts between patient and family or patient and clinician. Efforts can then be made to achieve consensus about goals and strategies for care. As the process of end-of-life care planning proceeds, providers may want to inform older adults that some options may be available to help honor some preferences but that limitations sometimes prevent adherence to other preferences. The initiation of such services as visiting nurses, for example, may alleviate caregiver burden under certain circumstances. Alternatively, the lack of an available caregiver may prevent some from being able to die at home.
The generalizability of our findings to the population of nonterminally ill older adults is supported by similarities to the responses of the older adults in previous studies. 11, 20, 30, 37, 38 This group of studies with older participants using qualitative or quantitative methodologies investigated such topics as quality of life, bad death, and preferred location of death. Evidence for the validity of our study's results comes from these similarities to previous works and from the process of verification of the results with members of the original participant cohort.
The internal reliability of the results can be assessed using the presence of consistencies in participants' answers to the open-and closed-ended questions. In response to questions about the important aspects of life, for instance, themes from the open-ended questions emerged that had been anticipated and included in the closed-ended questions, but each section of questions provided additional information about what participants considered important. The importance of being alive and enjoying time with pets had not been anticipated or included in the closed-ended questions, for example. Alternatively, the importance of thinking clearly and independence emerged in response to the closed-ended, but not the open-ended, questions. This illustrates how both types of questions can be used to obtain a rich understanding of a topic.
This study is not without limitations. Selection bias may be present in our study. First, only individuals willing to discuss issues surrounding death and dying agreed to participate. Moreover, we did not collect information on refusal to participate. Additional selection bias may have resulted from physicians, who knew that the interview contained questions about death and dying, selecting potential participants. The homogeneity of the participants may be another limitation. More than half of the participants in this study were white male veterans. Although some similarities to previously published works have been noted, the results of this study cannot necessarily be extended to those receiving medical care outside the Veterans Affairs system, to women, or to those from different ethnic backgrounds. Further investigations are needed to identify the end-of-life preferences of these populations.
To help older adults achieve the best possible quality of life at the end of life, those caring for them should understand their values and wishes so that care can be modified to their needs. The results of this study indicate that some homogeneity of preferences exists, but the majority of older adults' views about the end of life appear to be heterogeneous. Even those with similar baseline characteristics, including disease process, had a spectrum of views about good and bad deaths, the presence of others at the end of life, and the preferred location of death. Furthermore, translating current values into preferences for the end of life seems counterintuitive in many cases. These results indicate that healthcare providers should not make assumptions about older adults' preferences for the end of life. As providers work with older adults to develop care plans for the end of life, they should try to understand their patients' general values and specific preferences and the reasons underlying those preferences. Older adults should be encouraged to discuss their end-of-life preferences with family members to ensure shared understanding by potential surrogate decision-makers. A richer understanding of an individual's views and preferences about the end of life should aid in developing patient-centered treatment plans and will be a step to providing better quality of care at the end of life.
